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Early in Janiiaiy 1989, the Office of Special Education and 
Rehabilitati\e Sen ices invited sixt\' people with unusual viewpoints 
to meet and recommend directions the agency should take. 
O'er half the planners have disabilities of one kind or another.* 
According to one OSEI^ official, nothing like this had ever been 
done before. 



*t C hltl^ni J^atllt I'llh'la- (.pllLp^N i^aijKMs spL^ Jlk VMIt ss 

limiu il s| H 1 1 ti . L il! 'i.il paNs Itafiiiiiy ^lixihiliiiLS nu'iual il lauLiih 'ii 

''Pill il lltlllR .111.1 \\ IV lis 'A h . LudlLd \^\^ii^s[ UlVi!»lllU 

lanu fri till sti>;iius (.aiiscd liv [vuliiaiik Jiai^nustu laht is 

This leporl has ulili^ed Ihr Gu.ik^nnvi:. toi fkvoif'ruj .ina U-ff. Ai\)u{ /^w'-e 
irV fh Dc^.i^l■( I .vhich Aas dt'vtlcved by Ihf Rt'St'd'Lti and Tuiiinng Lt^n't'i un 
Indrpni i1t n| Liv-ng ,BCR ni! HjAuiir LjiuvtMb-ly Kansas LaAU'i^f Kb 
66045i an.j tui-'dcd h> Iho Naliu lai lobliiuli' on Uibubmly anj Rrtialjtlilaliun 
Rcscarcfi 

Th( LonkrtMiLt v\a^ sap^uiltd by UbLRS uiaiit Mia^BdUU-b Iv Iht* Uiiivi'ir^itv 
lit Minncbuta ResratLh and TfaiisiiKj Centt'i un Luniniuiiilv Living TfR- unU'itt 
howt'vt'i durb nut iiei L'bbd'ilv fi'll^'U Ihi- pubiliun uf puiiiy ot U\c US 
Q nont of EdULdliuii and nu I'fliLiai uiiduibuirRMtl uf tht' makiuils heiL'in 
ERJC'^° nferred 




A ke>iiote S|X*aker with severely limited speech aj-Ked a person using a 
wheelchair to sit beside him and read his typewritten address to the audience. 

In one of the five planning groups, a free-lance journalist— using a stick strap|:)ed 
to a welder's headband— slowly punched the keys to a computer attached to his 
wheelchair while his completed sentences were "voice synthesized" through a 
loudspeaker. Another person, using sign language, communicated the journalist's 
words to a goxemment official w}k) could not hear. Tlie man with deafriess 
responded in sign language which was recei\'ed and \'oiced to the group by 
another person. 

A person who had been ps\rhiatrically labeled expressed anger when others 
described how parents had fought successfully to get help for their children witli 
developmental disabilities Somehow, "parent power" meant something else in 
the field of me':*al illness. 

Wliile almost ever\^one longed to be in the "mainstream" of scx:iety (with tl^.e 
necessary suppons), four or Pve of the people with deafriess became troubled at 
the thought of lea\'ing a "highly evolved deaf culture"— a pocket in scxicty where 
communication was rich and ever\^one ' 'signed. " 

With determination in h jr voice, a woman with mental retardation talked about 
terrible days in an institution, how she finally became a *'self advcxate" and 
"made it" in the community — even purchasing her ova\ home. 

in another group, a coun-appointed monitor sat with a communication board 
positioned on his lap. He spelled sentences with his finger on it while a person 
Sitting beside him read the words out loud— especially for the benefit of a 
songwTiter vstio was blind. 



As planners shared these experiences, the clearer it became that they had the 
makings of a powerful coalition. From this coalescing spirit came the 2S 
recommendations that follow. 
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29 RECOMMENDATIONS IN SUMMARY 



Advocacy organizations should 
enable persons with disabilities to 
testify for themselves at formal 
government hearings. 




Persons with disabilities be helped 
to compile their own oral history/ 




A program for reshaping professional 
attitudes be instituted for those 
already working in the field. 



A program for supporting state and 
local self-advocacy organizations 
be developed. 



School programs enable nondisabied 
students and those with disabilities 
to teach each other. 




Sign language for persons with 
deafness be taught to nondisabied 
students in elementa^'y schools and be 
included as a language course in all 
secondary public school language 
departments. 




A formal course in human disability be 
included in the social studies 
department of public schools. 
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'Cditur s noU' Although planners were asked to make recommendations to OS&RS it became clear 
that some of those now thrusts fall outside the purview of thus particular agency Therefore these 
recommendations should be considered by all government agencies at aii levels They could 
conceivably lead to healthier attitudes ' 'id alternatives m private sector oigani^ations as well 



Persons with disabilities be provided 
formal courses in self-assertion. 



Bookstores set up regular sections 
on disability. 



People with disabilities be involved in 
in their own program planning 
sessions. 



Telecommunications devices for 
persons with deafness (TDD) have 
expanded availability and usage, and 
be more readily identified and 
understood by all citizens. 



Enable persons with all kinds of 
disabilities to form a national 
coalition. 



People who have been psychiatrically 
labeled be included in all coalition 
efforts and be allowed to represent 
themselves. 



innovations benefittSng people with 
disabilities (curb cuts, television 
captions, accessible voter booths, 
security guards on subways, etc.) 
be advertised as helping other 
citizens as w«^ll. 



Unfair financial support systems 
continue to be exposed when they limit 
the self-determination of people with 
disabirties. 



State Protections and Advocacy 
Agencies hire persons with disabilities 
as community organizers. 



Nondisabled persons be helped with 
perceived ''inner terror'* they 
experience in the presence of those 
with disabilities. 
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29 RECOMMENDATIONS IN DETAIL 



The enabling of people with 
#J disabilities to determine their own 
futures be seen as the top priority in all 
government policymaking functions. 

SiiKc opi'xm unit ICS tt)cln)().sc fur thcm.scKcs often 
«.()inc laM -afici tlic choices of [)ri)icNsii)nal.s. j)aicnt.s 
and govcrnnicni otFkial.s- ihc.c j^lanncis ^Mk\\ lot a 
«.hangc It v\c could get iliis j^iiontx inH) the hcad.s ol 
policNniakcLs It would be* an cM\mnc in itsclt," Mid one 
planncM. It would ho a new inind.sci, said antuhcr 
'lliex recogni/ocL however, thai some persons have 
dKihilitie.s so severe iheir chances for .>ell 
deierm.n:uion remain small Iwen so. ihev 
lectMiiniended ihai i;ov eminent shift its emj^hasis moio 
in favor of letting persons with dis;ihiliiies /n'to chtK)se 
tor themselves than to tiuickly and autt)nutically let 
C/theis make choices they might have been able to 
make slowly ar.d haltingly tor themselves 



Advocacy organizations should enable 
'^k persons v/ith disabilities to testify 
for themselves at formal government 
hearings. 

"Mavbe we aren't as tancv at talking as those who do 
lesntv, ' s;ud one plannei, but it s us ihev 'ie talking 
about and if thev 'd jusi learn to slow down and 
listen we'd do okav ' One jXMson desciibed the 
lriisti:itu)n he felt when he and otheis tiaveie:! to a 
0)ngiessional iiearing, only to be .shunned into a side 
room where thev* listened to the hearing through 
l()udspe:»keis it was agieed by planners in another 
grouj") thai bv allowing them to iestit\. the legislatcMs 
v\ould not onl\ get fiesh tacts and persj')ectiv es. also 
ihev v\ould have an excellent oppoiianitx to change 
thcM! }')erceptii)ns and attitudes tov\aid |X'oj')le with 
disiibilities C)ne i')lanner sunimed (\p the situation 

C.ongress. in the void because there is not a cleady 
aniculated vision ot j')eoj')ic with dksabilities -relies 
on j')rotessionals who are moie than willing to go up 
theie and an"aiiaie their concerns Congiess would 
pietei to listen to real constituer.cies that is. 
people with leal disabilities but, m then al^scixe 
will take the advice of protessionaK 



The term least restrictive environment 
^ (LRE), now appearing in many federal 
laws and regulations doesn't go far 
enough. 

l eeling that it didn't go tai enough, j')lanners e\j')iessecl 
an uneasiness about letting IJ<i; stand alone Some 
argued that IRV. should Ix' replaced with life m the 
Loni/niniity ni cm cm in)?i??icNi of ofic.s anii thoin' 
Oiheis felt it at least needed H) be change<.l H) least 
M',s/;7c/// 1\ ;//(^Y self (h'toDiniui^ eni if'()?iffiefit 



A program for supporting state and 
local self-advocacy organizations be 
developed. 

KecentK U)niied seltadv(Kac\ grouj^s sln)w vividK that 
one peist)n with a di.xibilitx can sometimes lielp 
ant )t her m vvavs inai relatives, prt)tessu)n.ils and cm /ens 
tan never help Acct)rcling U) one planner, tbev can 
have a special wav t)f listening tt) each oihei 

and 1 must take time u listen U) tln)se wln)sc 
chwices and pleas to be heard wt)ulcl otlienvise fall 
on the ears o\' individuals who can hear, but refuse to 
iVolly listen W'e must stand beside tln)se wln)se 
attempts H) *'\piess themseKcs aie tietiuently vievxed 
bv t)ihers as "abeiTaii;," "otytask, ' 'nt)nct)mpliant. ' 
"i iai")proj')i late, " "excessne," "challenging, " 
"aggiessive, ' "self injurious," ov "nt)iisensical 
'Iliese expressions are valid attempts to c\)mmunicaie 
real wants, needs, or desires tor others 

Such listening in self advtKacx' t)rgani/;itions (an help 
iln)se involved to tnercome bad memories, U) shaie 
h()w each s()lved H)Ugh situatu)ns even io be ible to 
sju*ak publicK on behalf of one another 
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Grand proposals benefitting persons 
T^dth disabilities be rated according 
to how well they include the concept of self- 
determination. 

OSllilS needs Midi a rating s\stcni in oalcr to oiimiic 
thai i»ranicc\s never ' wipe out our chances to Jux)se 
and m lo do tlnni».s tor luu selves ' 



^1 A conference of persons with 

disabilities be called to evaluate 
and redirect the Rehabilitative Services 
Administration. 

How or.e plannei si/ed up ilie siiuaiion 

\\1iat\s \\H)ni» Willi lehah (\<S\) is real haul lo fix. 
beeaiLse ilie iiKKlel is wrong So any auempi lo \\\ 
(II) since ilie Ur3 Au (shows) thai ii doesn'i woik 
\) :iM liijepeiuleiii Living lhai doesn't work, so 
now we add Snpponed l-mplo\men! We keep 
building into it additional piograiiis because we're 
diss;«i>ried W illi what the basic ['>rogram d(K*s. instead 
of going back lo the u)ot (and s;i\ing) the model is 
w n)iig It's a medical nil Kiel .Vnd -.Mnplov nient is 
sinipK iioi a medical issue 



Grant review teams should inc^ \de 
persons with disabilities. 

Said one grant reviewer v\iio ls a mother of a daughtci 
with a disibilit\, "I am appalled at the Lkk of people 
vMili disabilities aixl famiK members ihat are pan ot the 
teams that leview piopo.sals,*' It was a\ogni/ed. 
liowexci, that some persi)ns* disibiliiies will pievent 
sucli an inclusion But even here, the decision to 
include or in)t include should be weighed in lav or ol 
persons w ith dis^ihilities instead of those wbo .sene 
them 



.tL. Internships and study fellowships be 
created that enable persons with 
disabilities to work and learn in government 
agencies. 

rhis ie«.ommendation w.is inspiied bv a kevnote 
speakei who was deal 

(We need) some sense ot how the woild woiks, 
ot luA\ public decisions get niad^' Again, this is not 
Mwnething main people with diNibilities understand 
I'or people in Washington, the coixept that policies 
aie changed and monev rs .spent because people 
iLshih) have them changed and funded) is some 
thing \ou breathe m heie almost like osmosis Hut it 
Is iu)i something that many people in other pans of the 
couniiy comprehend, t-or many of us, the poweis that 
be are some remote bociv*, answerable not to us but to 
some other authoritv W e sin away, manv of us do, 
trom asking foi something "special, ' not reah/mg that 
this Ks >:mply the wa\ things work 



^ol P^^o'^s with disabilities be helped 
to compile their own oral history. * 

l^lanneis irom ditVerent d!s;tb!lir\ groups s:nd the\ 
believe that they pos.sess a comniiMi histon winch 
needs to be ti^ld One plannei even felt there should 
be a hall o* fame foi persivas with diMbilities. Anothei 
[UTson with mental reiarclatu)n who cumimunicated 
remarkabK well but had a iiard time reading- 
leciuested that the hision ix* iccorcied In video 
cameras like the oral histoid done bv the sunivois i>l 
the lloliKaust i'lanneis tell a histi>n developed In 
pel sons with disabilities themselves would be dinereut 
tiom am devel()pecl bv pei'MMis without clis*ibilitics 




O „ Ofdt history would nol come only trom persons who can speak It includes thp 

communication of past experiences from persons whose disabilities force theri^ lo remain non 
ujw i j i ^Mjj i j vocal in these cases intefpreiers would speak on their behalf 



A program for reshaping professional 
attitudes be instituted for those already 
working in the Held. 

It i^oxcrnniciu niako scirdL'k'iniiiiaHon a iop piioiit\. 
nuPA wurkcis in the .M will hlvu u> Lhangc then 
aiiULidcs tov.aui people with dLsahihiies Mid one 
planner 

I ihmk theic is a pckeption h\ (some sen ice 
delixcrcns) that people wiih dis.il^iluie.s aie noi as 
aniLulaic and don'i know what ihe^' are talking about 
when ihe\ want to express then owit Nalue.s and 
wishes One ol the barneis is getting pioiessionals 
to sit Ixu'k. be LjLiiel. and listen to people with 
diMbihties wuhoLit imposing their own \aliies 

lk)w' to help make this ehange beeame a subieci of 
disc'iission in all ti\e j')lanning groups Onegioup saw it 
as an issue in whiih pioiessionals teaieLl ' the loss of 
power" to persons with Llisabilities when there nejds 
to be "a shaiing of ponei'" between them Another 
gionp called tor progi ims that help peisons without 
disabilities to "lealK feel what we teel " Still anoihei 
tclt that pri)tessu)nals are traj'>ped in old textbooks that 
\MnphaM/e disabilities rather than abilities ' 



School programs enable nondijiabled 
students and those with disabilities 
to teach each other, 

Ac cording to the planneix a wide arra\ ol peei gioup 
education piogranis aie sj^iinging up in schools acioss 
the nation (Xsl.R^ needs to iclentit\ which ones aid 
self dct'M'minaiion the most, then disseminate 
ckviij^iions of these piogranis across the nation 



Sign language for persons with 
' deafness be taught to nondisabled 
students in elementsry schools and be 
included zs a language course in all 
secondary public school language 
departments. 

\lan\ pLuineis spoke of the i^eaiitx and richness that 
can be loiind in signing To some nondisal^lecl 
students, signing has Ix'come a most attraeti\e 
pursuit leading iu both a s.itisf\ing skill and newlound 
fiiends .V)me planners, main of them nondivii^led, 
di earned of a cla\ when almost t^ei^one in a sclu)ol oi 
a cominunit) would know how to sign 



Universities reshape their preservice 
' ^''--^ and in-service training programs to 



A formal course in human disability be 
be included in the social studies 



include self-determination as a top prioHiy. department of public schools. 



\iicl one j^lanner. Wese got to cle\eloj^ sonic moie 
powerful appioaches to protessujnal training, thai break 
ihioLigh t() a le\el be\oncl intormation to real insight 
and sensitiMtx. (biinging about) a leshaping of \ allies 
and ways oi v\orking " She tell OSKRS should call tor 
pix\mams iliat "train teachers and human scniee 
jm)t"essu)naLs to be faeilitaiois ot empowerment " One 
planner called foi the iivlnsion of people with 
disabilities in the training program.s 

Toaehci pieparaiion piograins all o\er the count ia 
are run by ( nondisablecl) hicliNidiials l<;ircK' do noli 
tind indiMdiials with disabilities in charge 
of these 1^)1 ogranis RaieK loxoiitinLl indi\icluals 
with disabilities teaching in these piogranis OSl Ks 
could \eiA well write into the icgulations that 
timding considerations also include whethei or not 
incliNidiial applicants acti\e!\ in\o!\e j^eisonswiih 
disai")ihties m then training tiom the top clown 



Planners l ailed tor a tresh appioa<.h that iixluded their 
oial histoid -the true stoA of what happened to people 
with disabilities in the past it should be designed to 
help students know what it tee Is like to Ive clivii^lcd 
Hut nk)st imj^onant. it should help students to 
rect)gm/e and e\en laugh at the hidden inner lerrois** 
the\ tincc held tor peoj')le witli <.lis.il^ilities 
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Persons vdth disabilities be provided 
formal courses in self-assertion. 

Some obsci^ations shaK\I h\ pKiniicis 

• 'Cuch 22" dioKcs (yoii can cUlicr do ill is oi 
thai Will happen lo nou**). 

• SiafT nicnihcrs tailing U) pro\idc ihc airav ot 
chokes noiulMhlcd people enjow 

• Xol being allowed lo e\en ihink lhe\ could he in 
eonirol of iheir o^vn lives. 

• Oppre.s,su>n by MatV members who feaied iiie\ 
would lose eonirol. 

• IkMiig forced lo li\e up lo ihe "perfeci clieni * m\ih. 

• i-ear of repns;il from siatT members. 

• 'ilie (allure lo help persons tlnd p()siiive ihmgs ihai 
can come w'iih a di.s;ibiliiy, 

• IndiNidual educaiion j-jlans ihai emphasi/e 
disabiliiies in.siead of abiliiie.s, 

• Parenial ()veq^n)icciion. 

• Xol being alU^w jd U) be res'lieni lo '\i)me back" 
after a tailure. 

• *i1ie fear of noi speaking ou\ when \ know 
.someihing i.s wrong, and 

• Hie lack of liealiliy n)le nuKleis because ilie 
hicraiure usually de.sciibes j')ei)ple*s failures 

*:'lie planpvrs felt iliai curreiii self a.s,sen ion iraining 
C()urs'js should be i)fTered lo persoii.s w*iili di.s;ibiliiies 
'Ilie programs should u.sc "i\)le nuKleling." 'iiiieracii\e 
demonsiraiu)iis/* and ' appieniicc >iiip iiieilnKls * ui.sKnid 
t)f classroom leciure nieilnKis l^iiu)iiale: \\1ieii i)iie 
"wtn'k.s ai (/()nig^{XK\ self asseiiion" iMie can lemeirbei 
and grow* m ilie pr(Kes.s 

'Ilie uliimaie in self assenion was \oiced b\ a keynoie 
.speakei who .spt)ke on Sell Deieriiiiiiaiioii ai ihe 
Commumiy lx*\e! 

Thai aiiiiude- one of seeing iln^ dis;ibilii\ as 
personal, ilie ni\)blems a.s railiei enibaira.sMiig. and 
ilie soluiions as forebearaiKe whai ihe laigiui 
would lia\e a.s '\id)u.siiiig for i\ - is a \en', \ eiA 
coninion one aiiUMig persiMis wiili di.- ibiliiie.s ii 
does lake a leaj") of logic U) comprehend iliai .sckmcin* 
has obhgaiions U) you. iliai ihe i.ssues aie i)iie.s of 
human and ci\il iigliis W lakes a funlier sireich o\' 
iiiiaginaiitM^ lo reali/e thai people iili inher kinds o\ 
d!s;ibililies do :n faci lia\e much i comiiH)ii wiili 
you. ihai iogeilieryi)u can make .vMiimon cau.se 
These ihings are noi inunii\e Ikii lliai leaj*), iliai 
sireich, niu.si be laken beli)re one becomes a 
coiiimuiiiiy acliN'i.si, befinv one expresses self 
deieriiiinaiioii ai ihe eoniniuniiy lewl . Ii reciuiies. 
I iliink. as we .s;iw iliis nioming (in ilie Tn.^i iwo 
ke\iioie .speakers), a w'illiiigne.s.s lo stand up and be 
ideiiiified as someone who di)es iii faci haw a 

„_^^^.ability, who does ha\e .special needs . , and ihai 

C ixLv >se needs .should be m n 



-^rjl^ Help reinforce friendships bet^veen 
students with and without disabilities. 

In planning di.scussioiis. u became cleai iliai liieiidsliips 
caiinoi be "program iiied * Hui Osl needs lo iu-lp 
sc'hooLs develop a fiesli alenne\s loi iheiii I raining. 
deiiUMisiraiton and leseauh piogranis need lo get 
people iiilo sellings wlieie trieiicNliips can happen 
llieii pi'ogrammeis need lo develop nauual w;i\s of 
reiiifoiciiig ihese fnenclslii[")s 



sfyf4 People with disabilities be involved 
""^^ in their own program planning 
sessions. 

Main [")laiir.eis presenied eMcleiice showing ihai suine 
persons wiih disiibililies aie siill roi being iiniied lo 
aiieiid ilieir own planning confereiKes (loiisecjueniK . 
ilie '.lirec lions ol some peiM)iis !!\c ^ are benig ciian<.cl 
b\ oiliers wiihoui an\ iiipui from ilie people 
llieniseKes 
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0A\ Enable persons with all kinds of 
disabilities to form a national 
coalition. 

All plaiiiUTs clixiis.scxl ihis iiml atici a KcmiwIc spcakci 
tallo.l oil iho assonibh lo built.! I/ikI^cs. lo cicaic 
toaliiioii.s, lo hnni» ioi»cihci cl" '.tsc givuips lo hanu'ss 
ihoii onoru[\ aiul pt)luicil powvr " Knowini* thai such a 
coaliiu)!) can tunciic*"j when u\s ccnioK\! t)ii a 
t.oiiinU)ii (.aiKso, ihc\ fell ihai ihcii Miug^lc lo ihc 
woild an oral hiMon and ihcii conMani fii^ia agaiiiM 
lxMiii» niar^inali/c\r (.oukl Ix* ihai t^aii.sc llic} 
ic<.oj»ni/cd ihc need lo unt^leisiant^l ihe e\at.i ba»iiM\s U) 
.sell deieinii'iaiion each (.lis;ihilii\ .yioup niusi like lliex 
needed lo leani how lo " shaie power ' hack and tt)nh 
Hie planneis tell mai il e\ei ill o. ihe t.li.s:ihiliiy <4unip.s 
tould pull ioi»eiher. ihe\ would i»enei*aie iienn ndous 
pv)\\oi poliiical power loi hiini»ini» aboui .stKial 
thanj^e and j^ersonal pow -.T tor deieiniinini* iheii own 
stieni»ihs and aLConiph.shinenis 



t 9 People who have been psychiatrically 
labeled be inchujed in all coalition 
efforts* and be allowed to represent 
themselves. 

Planners inxoKcxl in ihis drsahiliu i»roupini» describet^l 
ow ihe\ had been oi^ani/X\l since \ And yei. ii is 
the parents and i^rot'essiunals w iio in\anabl\ i»ei united 
to er()s.s dsxibiiitx n)eeiini»s Sin< e ihe\ not parents. 
pMchiairiMs and psAeholoi»iMs are ihe onc^ who 
cNpenence niarginali/inii piessuies and ha\e been 
denied a chance to con tribute then oral hiMon. ihe\ 
asked to be in\itecl to lepreseni iheniseKes 



A series of model programs be 



fi funded that exemplify self- 
determiiiailon attitudes and practices. 

Planners felt ihat ihe\ learned a .skill best b\ Jo///^> it. 
instead ul takini» courses and ialkini» about it OsI.KS 
needs to annoiiiue j-)! tonnes and support piogranis that 
empluM/c appienikeships. clenionsirations and 
on lask supt')oris 



:-:^^jL State Protection and Advocacy 
W'^^ Agencies hire persons with 
disabilities as community organizers. 

V)nie state i')ioteciion and acK^)cac\ agencies ha\o 
alicMcl\ earned out this plan Accorclini» to some of the 
planneis. iheie ha\e been [X)Mii\e le.sulis 



Government should enable 



electronic and print media to high- 
light the real disability culture— its positive 
aspects and its soon-to-be developed oral 
history. 

iManneis lecjuested that these etloits otTer a liesh 
undersiandini» ol people with dixibiliiics, iliat the\ 
identity all the ways that behiile, demean, paironi/e. 
seiiMiionali/e and make piiilul those with ciis:ibilities 
t(Klay After dexeloping such a list, ensure that 
in )ne are earned o\e! in the new etVoris One planner 
siii»i»e.sted that we need to woik eon\eisel\* as well \a>\ 
the w*a\s in wiuch the li\es •/! people with cliMbihtie.s 
are beini» better appreciated, the wa\s in which then 
li\es ha\e been enhanced, and the wav.s in which paths 
ha\e luvn cleared tor them to nio\e toward increased 
selfassuieclness. 
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Bookstores set up a regular section 
on disability. 



l\Kla\. bot)ksellen min' v;;luable texts m ranet\ of 
sections, ei». ps\cln)h),,.. .s(Ki(>K)g\. medicine. 
thet)log\. and exceptu)nal [X'rsons Planners tell that a 
section on clisabilit\ could .spaik a i»r» Merest 
amoni» clis:ibilit\ i»roup' and the pub! > i!i»e 



Work for universal design 
'^^^ in technology. 

Planners felt that manufactiireis. tr\int» to oiitcompeie 
anc! uutclesii»p ach other, need to consider 
standardi/an^ cciuij')ment tor persons with ».lisabilities 
Hie |')lanners telt that a bettei unclerstanclii\i» ol what 
people with (iLsiibiluies taee. mi^ht just night -help 
ther'i >;ct toi»ether on beh,? of these people 
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Telecommunication devices for 
— persons with deafness (TDD) have 
expanded availability and usage, and be 
more readUy Identified and understood by 
all citizens. 

liUcivsnni»l\. no plannci uiIki iluii jX'uj^lc wiili 
dcatncNs scciiK'J lo know wlui TIM) suhkI foi 
Coalition powci shanng Mioukl I^c KkusclI on iIk'sl' 
iK\ essoin k cs 



20 Innovations benefitting people with 

disabilities (curb cut5, television 
captions, access, ^le voter booths, security 
guards on subways, etc.) be advertised as 
helping other citizens as well. 

When curb cuin aio phkVLl in ihc right ,spois on the 
street coiners, they enable jx'Oj^le using wheelchaiis. 
inotheiN nith chiiLlie n stiolleis. eklerK people with 
giiKen cari-s .muI Lhiklivn with tiiLAcles to loss the 
siieet more vileK At the same time ihe\ ^an he 
jXKsitionecl so that peisoiis with hliiklness ^an know 
wheie the cuih is anJ not walk inti. an oiKoming ^ai 
Wuh legaixl to captions, the kcMiwtei un Self 
IX*ieiminaiioii at the Coninuiiv'\ Irxel ' iiKkle an e\e 
opening statement 

.\iy 1 want to have KkiiI newscasts on teleMsion 
Laptioned 'Hie le\el of lUKlersian Jing here is one 
that helps me klennrv Common inieiesi^ ixuvnts 
of preschool chiklreii who speiKl Satukla\* nioniings 
natchmg cartoons (the j^uents groan, hut it Laj^tions 
weie on. the\"d leel a lot heaei about those Satuula\ 
mornings because the chiLlien woukl be nv/f//;/^the 
captions) llispaiik families anxious to learn l.nglish. 
new immigrants, aiul. ol vOuisc. giouj^s LOiKcriieLl 
about literacy (show ) them huw to get what the\ 
want b\ helping me get w hat 1 want 



^tiB Unfair flnancial support systems 
continue to be exposed when they 
limit the self-determination of people with 
disabilities. 

Mthougli one s\sicm ma> woik well tor some, it ^an 
Llemeaii aikl trap othcis SiiKe leguiatioiis keep some 
people trom sluing then mone\. the Wwp tiom 
Llei')eiKleike to iikkpciKlciKc becomes i^x) gieai ()ne 
planner spoke ol knowing someone win has man\ 
saMP.gs accounts in t'rieiKls, names because it nioie 
than $1500 was Lleposite^l. goxernmental supj')on wouk 
Ix* wipe^l out 
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Nondisabled persons be helped \^'ith 



the perceived "inner terror" they 
experience in the presence of those with 
disabilities. 

Inicrestinglx. j')lanneis with disabilities when allowed 
to share unabasheLllx what the\ observe».l in 
nondrs^ihled people spoke opeiilx ol the flight thc\ 
(.letei^ted in (.ertain iiKlixuluaN who are trvmg tu relate 
to them V e\ spoke about how the\ longe».l to helj") 
these j^eoj^le haiKlle such ii rational tears so the\ (.oulcl 
laM lelax and be thcmseUes 



A national research and training 
center on self -determination be 

created. 

Flannels telt sut^h a ^entci was a must All the ixsues 
raiscxl coukl be tocuse^.1 at the ceiitei a ».learing 
house loi the best ,selt'deteimination j')iactKCs 
a apositon loi the oral histon it was also agiee».l ih»it 
a lescauh mk\ training center that M not nkkkle 
ix'oj^le with dis^ibihiies as a^Kiseis. stalVaiul interns 
woukl be a ciuel joke 



It 



have only scmtched the surface sohnlng the problems of 
accessible buildings and transportation.** 

Planners shared c.ie sior>' after another that supponecl tins view 

'The homeless are not just on the streets." 

Interestingly, planners pointed out that people with disab.litics who live on the 
street a*i homeless persons are also homeless when tliey hve in institutions Planners 
had an uncanny kiiack for discerning when a "home" is really a home and wlien it 
is merely a "holding bin ** 

We ought to ''trash objectivity." 

One planner, using his voice synthesizer, made it clear that his self detemiinaiion 
depended on more than people who remain "objective" with him. He feit a strong 
need for "subjectivity. ' He said he was tired of being merely an "object." 

''Life without supports in the community can be grim.*' 

A few planners with deafness expressed fears about being "mainstreamed" in 
community settings. One siiid, 

At about the age of 14 or 15, I went to a state school for the deaf. I huted it at 
first My first weekend we went down to the men's room and they handed me 
this linle mop and a bucket to clean up the urinals. I didn't want to do it. That 
was how I learned that the water we use in urinals is the same water we drink in 
our coffee At the beginning I hated every minute of it. After I was there a while 
learned to appreciate it ... I am sure if I had remained at home during thai 
period I probably would be bad or I would be a drunk or something of a simi!c:r 
nature. There are deaf people now sitting at home with parents who never 
bothered to learn to communicate with any fluency and they are sining there 
staring at the wall, looking at their watches (and calendars), \s:aiting for Ciiristmas 
to be over so they can go back to where they are comfortable. 

A rehabilitation counselor supported the speaker: 

I used to have families coming into my office vv^ith their deaf son or daughter. 
The parents would talk to me. The deaf person would sit in the comer, not 
knowing anything. Tliere v*^s no communication between the family member 
and the hearing-impaired perso!i. li\\ey were taking about what thty v^'^nied for 
their deaf son or daughter, but what he or she wanted was not even addressed. 
He or she was completely out of it . . . Even though the family may have good 
intentions, communication is still the disability of deaf people. 

Tlie rest of the planners listened careftilly to this report. The> sensed what life can 
be like for persons with deaftiess in a regular home, school or community without 
others wlio can sign with them. They learned how important interpreters are as a 
bridge between the deaf and the hearing cultures. 

On the other hand, others with deafness who lived \ti "mainstreamed" situations— 
where people knew sign language — spoke positively about life in the community. 

Fven so, none felt the need lo divide into camps and debate the differences. 
Instead, all agreed that people s}x)uld be aUoived to detertyiine for themselves ivhere 
they want to lire, llien e\'eryone agreed that life tn the commiwit}' mthout supports 
coiiki be pure hell llie recommencLitions reflected these conclusions 
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**We need to fight for current legislailon." 

Although the plaiiners^ chief task was to offer recomnKMukuions to O^HRS, e\•eI^' 
phinning group strongly uiged that Congress and the Bush Aciiiiinistiation work 
hand in hand to enact or fully enforce all civil rights legislation 

*The 500th Anniversary of the New World is coming." 

A ke\iK)te s|x*aker who S|X)ke (^n "Self-Detcmiination at the Individual I^evel" 
offered government ;ui intriguing milestone and a goal to go with it: 

In ^-nir years it will be 1992. George Bush will just be completing his tenn as 
President. W'e also will be celebrating the 500th Anniversar>' of Columbus' 
discover)' of the New World in 1492 As we icx)k to the fiiture tcxiay, it is not tcx) 
early to ask ourselves what kind of New XX'orld we would like to live in by 1992 
Nor is it tcx) c^rly to begin io descrilx* what the New World of 1992 and be\'ond 
needs to look like 

We already know much of what it needs to kx)k like. VC'e alreaci\' have touched 
unon much of what t!.e future ncx?ds to lcK>k like in our discussions here. If 
ever>'one else in the countr>' is still mystified atout wliat George Bush means 
when he talks about w^inting to create a gentler, kinder America, we do not seem 
K) be mystified about it in the least. Perhaps that is lx*cause we alreaci\- ha\'e a 
clear \ision of what (it) should lcx)k like . . . 

In creating a New VC'orld of opix)rtunities for .Americans with severe disabilities, 
we must c^rr>' our message for\\\ird to President Bush, the Congress and the 
American people: We waiu cxir people b^c, >X\* w-ant them well supported \\\ the 
community- where the\' alwav's belonged in the first place . . . 

President Ikish, please hear this stirring call and iiispire others to hear it as well. 
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BY NANCY WARD 



! became a self advcvate ten years ago. Being a self advcxaie is very im[:)()nant 
to nic because my self-advcx:acy skills taught me how to see myself as a person 
with confidence and determniiUion. I did not see myself as a person bec^ause of all 
the labels placed on me. I'eople used to mjike fun of me all the time 

It is real hard tor me not to be upset by being called retarded or dummy, 
names like that, '^^liey would really hun my feelings It is real hard for me to deal 
with my feelin[;s now I have learned that gening mad d(X?s not do any gcxxJ. I 
have learned to txilk to [people about how that makes me feel. I will now share with 
you what detemiination means to me through some examples of acc(Miiplishments 
that my friends and I ha\'e reached. 

I used to work in a sheltered workshop. To understand this story, you need to 
understand that the mam building is separated from the contract building My boss 
became ill. She had to cjuit Before she did, she talked to me about applying for her 
job I didn't have any confidence in my;;^lf. /Vfter talking to other people al:)OUt it, I 
finally decided it wouldn't luin to at least fill ou^ an applic^ation ^lien I tried to fill 
out the application, the personnel depanment would not even let me fiH it c^ut. 
*i> s made me upset, but I wv^* back to work. A couple of weeks later, several staff 
members came to the workshop building with the new supeivisor. After talking 
with them, I wus told to tram the new supervisor llierefore. I quit and found 
iuiother job 

As another example, alt my life I wanted to be a nurse I love being around 
people and working with them Several years after graduating from a special 
education program at a public high scIicxjI, I talked to a counselor at a Icx^al 
community college about enrolling in a nursing program It w^as sugp,ested that I 
take sonu xnh and science classes to prepare for taking the entrance examination 
for the nursing program. It tcx)k five years for me to finish these classes as I went 
pan time since I was supporting myself. At the time I tcK)k ihc entrance exam, it 
w*ts discovered that I had not received a high schcx)l diploma but rather a 
cenificate of attendince Tlierefore, 1 would need to take the Graduate f:qui\'alency 
Degiee requirements prior to enrolling in a nursing p^-ogram. 1 look the GF.D's five 
pans and received an above average score. Iliis was ver^' grati(\'ing to me as it 
proved to myself and others that I could indeed do this work, contrary to wliat the 
Icxal schcx)! board thought in the 1960s when the special education program did 
noi require or have the opponumrv' for the student>s tc^ receive a high schcx:)! 
diploma 

Another example of how self-determination hel[>ed someone with a disability* 
im'olves Jane, who has cerebral pals>'. She is employed in a kxral workshop. 
Previously, she was institutionalized in Nebraska's State Developmental Center for 
people with mental retardation At the institution, attendants performed all of the 
chores necessary in daily living so that wlien Jane left the institution to establish her 
own household, she had great difficulrv' doing simple tasks. Jane also has spasticit\\ 
so It was even more difficult for her to relearn eating skills. One day when Jane was 
eating in a workshop lunchrcx)m. a staff member came up and asked her if she 
couldn't eat any better than thai Tliese words hun Janes feelings so badly tliat she 
wv)uldiVt eat in the lunchr(X)m thereafter After a week, she attended a self-advcxMcy 
meeting and she was able to ask for advice on what she should do to resolve tlie 
siiiuition. It was suggested that she talk to the staff member about how^ her aireless 
worCs had deeply wounded Jane. Jane did do this and the staff member apologized 
and said she hadn't realized what harm she had done. It was a situation where self- 
advcx:acT helps a |>erson with a disability to solve a problem. 
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Sally IS aiioilior fncnd of nunc w ho h:\d a ^roat deal ofsolfclcicrmiiiaiK)!! She 
lud ilic dcierniinaiioii lo iea\o ilic rclaii\oly secure confines ot a nursing lionie U) 
li\e in ilie coninuiniiy in a ^roup honie Slie liaci cerebral jxilsy and had been a 
patient in the nursing home for many years It was a long rcxid for her to follow as 
she first l:ad to owrconie her self consciousness to even go out in ['>ublic, such as 
to a mo\ie But she did ha\e the determination to do this and eventually, after 
many small stLj\s. such as learning how to do some things on Ivt own and how to 
communicate in a MXially acccj^able nwnner. she mo\ ed to the ^roup home S*ill\ 
flourished in the gro'"") home as she interacted with the other lesidents ;uKi staO' 
members and went out with friends rnforiunately. due to medical complications, 
she had to return to li\ing in a nursing home 

1 lowever. when S;illy was back in \hc nursing home she still jxmici[xHed in 
outside actiMties Slie even attended a national convention (/VsMxiation for Retarded 
Citi/ens). She [xmici[Xited in worksho[")s. attended exhibits and the awards banquet 
'Fliough Sally used a wiieelchair. she danced through the night and had a wrv* g(xxi 
time I'hrough her determination, S;illy enriched her own lite, those of her friends, 
and those who wx)rked with her 

/Vs I s;ud in the beginning. I haw been a self ad\(x\ue for ten years Hiat is the 
way I became a me mix? r of l^^ple I*ir.st Peo[")le I-irst teaches j')cx)[')le wlio ha\e a 
dis*ibilit\ how to sju-ak out foi themscKes It also teaches us our rights and 
resj-x)nsibilit!es by showing us how to advtxate for change in a positive way People 
I'lrst wto started by a grouj") of ixH)[")le who were in an in.stitution in 19"S in 
Oregon 

Wlien 1 fii *t became a self ad\ixate I didn't know how to direct my feelings in 
a |X)siti\e way I .s;iw this con^:.;-*''' ^ 't on Sjwial OKmpics It made me mad 
because they were jxiriding kids around tiie state showiiig how [XH)[")le should gi\e 
money because of i")ir\'. So I yelled at the W My self-advcxacy skills Iwve t;iMght me 
to write letters to tell peo['>le how I feel rather than to get mad about it 

Our grouj") has done work in communities and on ix)lic\making issues by 
testifying to our counrv' commissioners on tnuisportation. and we worked on getting 
a law passed in Nebrask;\ dealing with labels like "moron, idioi. imbcvile. and 
retarded. " \X'e were able to get the labels ou( of Nebraska State Statutes People l-irsi 
has helped us on the indi\idual le\el as well as other levels 

in closing, I would like to talk about my job at Peo[")le i-irst of Nebraska. Inc 
W'e started working on a contract between People I-irst and Nebraska Ad\(xac\' 
Seivices in July 198" People I-irst members came up with a list of names of 
jX)ssible members of the adx isory committee 'llKy ad\ise me on things such as 
self ad\(xac\' and ix)lic\' issues My job title is Self Advcx^acy Org-ani/er and the 
[")rogram under mv direction is the Self Ad\cK"acy Program Ilie the goals of m\' |ob 
are to make the ten chajMers of People l*irst stronger, work with the bcrard of 
directors, start new chajXers. do public education, and adminisujuon M\ )i>b is \cl^ 
important to me because i feel my \ob gi\es People l-iist the [X)tential to afl'ect 
jXH)j')Ie*s li\es \eiy posit i\ely 
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BY ROBERT R WILLIAMS 

GcxxJ aftem(X)n. ! am vcr\' pleased to be here and I am deeply honored to 
share this op|X)niin?7 to address \ou with Frank Bowe, Giinnar DylDW'ad and Nancy 
Ward. ! also would like to recognize someone who is not here Senator kwell 
Weicker. 

Ix)well VCeicker is leaving the U.S. Senate, but he will ne\'er leave our hearths 
and minds. For it wus S'.iiator Weicker who, along with Madeleine Will and Justin 
Dan, transfonned a Washington buzzword, self-detemiination, into a li\ing reality 
for so many of us in this vooin and all across our Nation as well. We will ne\'er 
forget you. Senator, and we will continue to lcx)k to you for le:idership and 
inspiration along the way. 

As a transplanted son of Washington, DC, let me also welcome you to our 
Nation s Capital. Washington is a great cit)' to live in, work, aiid visit. >X j need more 
individuals like you, wiio can shape, mold and influence what goes on here, to \isit 
Washington more often. 

I, therefore, hope that this conference will mark the beginning of a partnership 
among Americans with disabilities, the Congress and the new Bush Administration 
Mr President-elect, if you are as committed to fostering increased self determination 
jmiong Americans ^^ ith disabilities, as I believe ycu are, please take note of what 
goes on here and plan .o personally panicipate in other forums of this kind in the 
near diture. 

As you kiiow, I have been asked to speak to you today on what self 
detemiination is all about. This is no eiis>^ task. Imagine me trying to tell you about 
something you already know and have lived so many years. 

1 do not have to tell you what relf-determination is all about. You and I both 
know wivat self-determination is all about. We learned it the hard way We live it 
every day, and we are not about to forget wliat it means to each of us here today. 
Nor, wliat it could mean to our brothers and sisters wlio are still shunted away on 
the back wards of institutions, nursing homes, and other human storage bins all 
across our land. 

We will never forget our brothers and sisters wlio are still locked away. Nor, 
the resolve we must share to set them free. This is how much self detemiination as 
a complete way of life means to us. We w^ant it not just for ourselves but for all 
people vAih disabilities, hideed, we want it for all people— petiod. And, we want it 
now. 

Because in this final analysis, we are ail people first Isn't this what the 
Declaration of Independence tells us: that we are all people first atid foreynost ^ And, 
that as such we are endowed witli certain inalienable rights and that among these 
are the right to life, liberty and the pursuit of happiness. 

But, without being afforded the right and opponuniry to make choices in our 
lives, we will never obtain full, first class American citizenship. Tliis is why we are 
here today: to reassen these fundamental rights and lay claim to them as ours. 

So we do not have to be told wh;i self determination means. We already know 
what it means. We already know that it is just a ten dollar w\)rd for choice. 'Iliat it is 
just another word for freedom. We already know that se'f"-determination is |ust 
anciher word for describing a life filled with rising expectations, digmr\\ 
responsibility, and opponunitx That is just another word for having the chance to 
live the American Dream. 

Nob<xl>^ has to tell us this. We know it. We understand it for ourselves, each in 
Q our own way In fact, we understand better than most wliat leading a self- initiated 

EI\JjC lifestyle is all about. We try to lead one each and every day. Perhaps not always as 

h r i imi^mrrf i ,Tii i in Completely or as fully as we would like or hope. J 



Some of us cKX-asionally nia\ stumble. Some of us may have to struggle more 
than others to make our voices neard and uiuierstcXKl, to make our jx?rsonal 
choices about our li\es kmmii and resided ed. Sometimes we succeed. Sometimes 
we fail W'e try nonetheless. Not because we are s;nnts or niarryTs. VC'e are neither 
fkit, rather, because we ha\'e le;iniecl that tlwre ts nothing else for us to do 

\ve do noi have to l>e told— you and I— what die cost.s and benefits (^f doing 
this are. We know vsliat they are, we expenence them every ihy Indeed, we do not 
have to he told anv of tl;is Ikit, if we are not at this conference to learn alxnit self- 
deiemiination for ourseKes, then, why are we here^ 

Why are ^ here? We are here to become better acc|iuunted with one 
another To grow to kiiow, res[)ect, and su[)[X)n each otlier as human l)eings wlio 
happen to sh;ire the very human iianbute of being disiibled. 

Why are w hero? W^e are here to recognize each individual as umc}ue and 
unrepeatable. To recognize that each person here— as elsewhere— has a wide range 
of needs, abilities, and potential contributions to make in life. 

Why are we here? We are here not to learn about the promises of self- 
detemiination from others. Beit, to discuss ;uid learn about the real-life cliallenges 
and lessons of self-determination amongst ourselves For we are the ones who 
know these challenges and lessons best of all 

Why are we here? We are here to enable one another W^e are here to 
empower one another. To enijxwer one another to go home and em[X)wer others 
to become more self-deiermm ing in their o\^^l lives If imvone reiillv wants to 
know, tell him or her that's why we are here 

Flla Baker, a civil rights activist of the 1960s. s;ud it best for the great human 
rights struggle cf her cia\' as wqW as our own. Baker, who described herself as a 
wommi w\\o spoke "in a voice that must be heard," s;ud m a specx'h, put to a song 
by Sweet Honey and the R(X'k, that: 

We wUo believe m freedom c^annot rest. 

W^e wiio believe in freedom cannot rest until it comes 

lliai which touches me most is that I had the chance to work with [KX)ple. 

Passing on to others that which was passed on to me 

Staiggling myself don't mc^an a whole lex. 

I ha\e come to realize that teaching others to stand and fight is the onlv w,\\ 
our siaiggle is going to sur\ive. 

W'e who believe in fi-eeck)m must speak in a strong if stmggling voice that 
must be heard. We must let it be known that we will not rest lliat we will not rest 
until It comes to each and ever}\)ne of us W'e cannot wail .or freedom ;my longer 
W^e will m^t wait for freedom any longer. 

W'e will pass on to others what was [^sed on to us by teaching them to stand 
and fight for wiiat should have been rightfrilly theirs in the first place. For Hlla 
Baker was as right as right can be 'Iliis taily is the onk way our stniggle is ever 
going to survive. 

Self detemiination may sum with the self But, it cannot end there It must not 
be allowed to end there. W^e must c^arry it on. We must pass it along. We must pass 
along to others what we have leanied for ourselves by making choices in life, 
taking calculated nsks ;uul living by their consec|uences. 

ERIC o:. 



You and 1 must VAkc ihc umc to ii^itcn t{> those \vh(>s<* clioic es and pleas to he 
heard would otherwise fall on the ears of individuals who can hear hut refuse to 
really listen. >X'e nuist stand beside those whose attempts to express themseKes are 
frec|ucntly \iewed by others as "aberrant," ' offtask," "noncomphant," 
''inappropriate/' 'excessive," "challenging," "aggressive," "self injurious/^ or 
"nonsensical " Tnese expressions are \\\\\^ attempts to communicate rc^-al wants, 
needs, .or desires to others. 

\X'e must sUHul with our brothers and sisters who are still in institutions and 
nursing homes throughout the land— all P6,(X)0 plus of them (I;jkin. 19H8) We 
must help them win their freedom And, we must help them win back their human 
dignit\' and self-respect. 

To do this, we need to work together to enable individuals with e\en the most 
severe disabilities to begin to cor. juer and replace. 

• Hopelessness with hope; 

• Superimposed passi\it\' with the dignit\' of risk: 

• joblessness with a leal loi) at a real wage, 

• hiaccessibiliry with taie access, 

• Speechlessness with meiiningful expression; 

• Confusion, anger and resentment with choice. 

• Aj\ithy with activism. 

• /\nd dirkness at the end of the tunnel with light. 

Tins much we can and must do in the name of self-detennimtion. 

Bui we must do more as well. We must ti^^ U) learn from our temporary defeats 
and setbacks As a New Years resolution, we also should resolve not to take 
life's strife to heart so much We need to learn to revel, really reiti in our victories 
no matter how small or seemingly unimportant they may appear to be. 

For, as Bobby Kennedx* pointed out in the most unlikeliest of places- 
Capetown, South Africa— in 1966- 

It is from the numberless, diverse acts of courage and belief that human history* 
is shaped Hach time a man (or woman) stands up for an ideal, or acts to 
improve the lot of others, or strikes out ag-ainst injustice, (he or she) sends a 
tiny ripple of hope, and, each ciossing from a million different centers of energN* 
and daring, these ripples will build a current which cm sweep down the 
mightiest walls of oppression and resistance. 

T(xiay, we have it within our power to send forth not just a few ripples but an 
eiv wellspring of hope and ideas for change all across diis nation If we chcxxse 
to, we can begin to influence much of what cxxurs in Washington in the next four 
years and we must seize the opportunity to do so here and now. 

In four years it will be 1992. George Bush will just be completing his term 
as President We also will be celebrating the 500th Annivers:iry of Columbus' 
diJ>c()vei\' of the New NX'orld in 1492. As we look to the future tcxlay, it is not t(X) 
early to ask ourselves what kind of New World we would like to be living in by 
1992. Nor, is it tcx) early to begin lo describe what that New World of 1992 and 
beyond needs to l(X)k like 

VC'e alreacK' know^ much of what it needs to look like. We already have touched 
upon much of wiiat the firu;e needs to kx)k like in our discussions here. If 
ever\'one else in the country is still rnystified ab(xit what George Bush means when 
he talks abou^ ' -anting to create a gentler, kinder Amenca. we do not seem to be 
mystified about it in the le*ist. 
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I'cfiup^ livii i^ lx\ause alfCiKK lu\e a «.!l\u \tMon of what a kiiuki and 
gentler .Viiicnca \vould Kx)k like Perlups tlie next tiling we need to do i.s to 
ankiiUe tiiat vision more lulK for otiiers to ix^gin to see and iielp us siu[x* We 
kni)\\ that in a gentler, kinder America that t/// indiMduals witii se\ere disibilities 
will ha\e inaease(.l opporiunirs to e\er(.ise more ^.lioice and coiaroi in e\erv aspect 
of tile ir li\es 

W'e know. t(X). that to realize this by 1992, the new IVesideiit and the (Congress 
will ha\e^ to work together in ways wiiieli have not been seen in the last eight 
\ears It will lequire the I^iisli Adiiiiiiistnjtion and Congress to work hand in li*uid to 
ensure the earliest [X)ssible eiiaetiiieiit of ADA— the Americans with i:)is;ibilities Act 
Hie new I^resideiit must make ADA one of his top legislative prionties in 1989. 

Creating a New World of Op[X)rtuiiities for .Americans with severe disabilities 
b\ 1992 must begin with putting an end t(^ the discTimination we face t(xhy. For in 
a tmlv kinder, gentler and more |ust Anierica. equal op[X)rtuiiit>' must come to 
represent the rule ol law nitlier than a mere exception to it P;iss;ige (^f AI>V will go 
far toward eiiahliiig our countrv* to achieve this vital national objective 

We know what fosters and contributes to our ability' to lead a life of choice and 
self-determination: Kqual opponuiiit\' and the full protection of the law fosters and 
strengthens our abihrs* in this reg-ard W'e also know what ^t^iuies self- 
detertiiination DiscTiniinatioii. prejudice, and bigotrv st\iiiie its de\elopment and 
seriously dnvan our abilirs' to lead pr^xiuctive. Siitisfv ing lives 

Our message to President elect Bush :uid the lOlst Congress regarding ADA. 
therefore, must be clear and unequivcx^al laidorse it in deed ;is well ;is principle 
Work to secure its earliest passijge. Kiiact it this year 

We must he equally cle;ir, uiieciuiv(X''al and persistent with the incoming 
.Administration and Congress regarding the need for comprehensive Medicaid 
Refonii legislation \o enable .\nienrans with even the most severe disiibilities to 
!i\e, work, and eiijoy life in the comniuiim* wliere tlie\* have alwiu's belonged. 

By the time Congress ;.djounied this past October, alnuxst half of the Senate 
and nearl\- 200 members of the House had signed on as lo.spoi sors of the Cliafee. 
Weicker and Mono Medicaid II(;me and Conimuiiirs* Qualirs' Services .-Vet 
Congressional suppon for redirecting Medieaid away from institutional stonige bins 
into indi\ iduali/ed personal *Lssi.stance and communirs* .sup[X)n .services, therefore, 
has iiicrea.sed phenomenally in recent years 

This is not to .s;iy that there .still are not tlio.se in Congress and el.sewhere who 
.still cling to the misinformed belief that "there will always be a need for 
institutions ' indeed, there are .still more who are mi.sinforiiied in this way than 
cenainly you or I would like IU)we\er, the/ arc nipictly being iiifoniied otherwise 
everv' diy W'e iiiu.st play an iiicrea.siiig role in this educational prcxv.vs as well. 

But, one thing which has been sorely iiii.ssing from this entire eflbn from its 
\er\ beginning has been any kind of Presidential leadership or initiative »n this area 
lliis iiiu.st change We mu.st make it change. 

In creating a New W'orid of Oppoauiiities for .\iiiericans with .severe 
dis;ibilities. we mu.st earn' our iiie.s.s;ige forward to President-elect Iki.sii, the 
Coiigie\s and the .\niencan people. W'e want our (xople tree W'e want them well 
supponed in the ct)niniunirs' where they always belonged in the first place /\nd we 
"want them out, out of institutions, out of nursing homes, out of variations on these 
themes" (Provencal. 1988). 
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Australian Anne McDonald \%«ts horn with severe cerebral palsN' and \%«is 
assumed to be mentalK" retarded. At age three, she was placcxl in St Nicholas 
Hospital in Mellx)urne After languishing on a back w-ard there for the next 15 years, 
McDonald summed up the baiuil realirs^ of her life and that of far too many other of 
our contemporaries this way: 

To be imprisoned in one's own Ixxly is dreadful. To be confined to an institution 
for the profoundly retarded d(X?s not crush you in the Siime w:iy it jusc 
removes all hope" (Crossley and McDonald, 1980) 

In the words and deeds of Anne McDonald and countless others with severe 
disabilities worldwide, we can hear the makings of a clanon call to action if wc 
choose to listen. President-elect Bush, please hear this stirring call and inspire 
others to listen to it as well 

if a clear Federal mandate and adequate resources are provided, there should 
be no need to admit anyone with severe dis^^bilities to an institution or nursing 
home by 1992 Tliis should be especially true with children. Can you think of a 
better w:ay to celebrate the 5(X)th Anniversary' of the New World or to help ^x?ek au 
even Newer World than by achieving this \ital national policy^ objective? 

Over P6,000 Aniericans with severe disabilities are currently languishing in 
institutions and nursing homes thnuighout this land (Lakin. 1988\ Each has a right 
to lay claim to a better li^e in the communirv'. Hie time to recognize this right by 
enacting comprehensive Medicaid Reform legislation is now' 

hi 1863, Abraham ijncoln demonstrated great moral courage by abolishing the 
■ peculiar institution" of slaver\'. Tcxkiy, we call upon President-elect George Bush 
iuid the Congress to demonstrate similar moral courage, leadership, and vision by 
putting an end to the dual peculiar inscitutions of this century': the liuman 
vsiirehousing and segregation of Ameriains with severe disabilities. We must 
continuously beai witness to the nation that there is not one among the 36 million 
o** us who belongs in an institution , . of any size, sha|:)e, color, or creed" 
(Provencal, 1988). 

Hie times w^e are in will not stand still We can either change the times or be 
chiinged by them We can change our times by our acti\ism or cxir apathy, * y ou" 
commitment or ovv indifference, b\ our daring or our complacency' 'Hie choice is 
ours to make. Nv'e must make it — both for ourseKes and for our brothers and 
sisters wiio are still left behind closed doors. 

Hiank y(ui 
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BY FRANK G BOWE 



Good artem(>)n. It is a plea.sure for me to join you here at the Crysml CiVf 
Marriott to talk about enhancing self determination by individuals with disabilities at 
the coninuinit)' level. As I understand it, i will be addressing this topic for about the 
next half hour, after which small groups will meet to discuss recommendations. 

\X^ien 1 think of "self detemiination" I am referring to some of the attitudes and 
behaviors you heard about this morning To participate in the communit\', as 
someone seeking access to and changes m the progninis and activities conducted 
there, someone with a disability does in fact have to have reached some 
accommcxlation with the disability. So it is very taie that self-determinanon at the 
individual level almost always precedes tha^ at the communit)' kvel. 

I can speak trom experience here. Growing up as the only person with 
deaftiess in Ix?wisburg, Pennsylvania, it simply never occurred to me tliat I could, or 
should, seek changes in the communit>'. In those days, during the 1950s and 
1960s, I saw deafness aj> something that was * my problem," something unique to 
me, someiiimg in fact "wrong" with me. Tlie fact that I could not understand wiiat 
my teachers in schcx)l were saying, what was being said on the sc reens of the kx-al 
movie house or on the suiges of local public ilieatres, was just the way it was 

That attitude— one of seeing the disability as personal, the problems as rather 
embarrassing, and the solutions as forebearance or suffering through, what the 
jargon would have as '^adjusting to it"— is a ver>', very common one among persons 
with disabilities. It does take a leap of logic to comprehend that stxiety has 
obligations to you, tliat the issues are ones of human and civil rights, it takes a 
fuither stretch of imagination to realise that people with other kinds of disabilities 
do in fact have much in common with you, that together you can make common 
cause. Tliese things are not intuitive. But that leap, that stretch must be taken before 
one Ix^comes a communit}- activist, before one expresses self-determination at the 
community level. 

V^lien I think about self-determination in the C()mmunit>\ what springs most 
rapidly to my mind is implementing and enforcing wiiat is alieady supposed to be 
there. I am thinking of curb cuts and ramps, of inter{:)reters and readers, of group 
homes and accessible voting lx)oths. I am not thinking here of influencing s(Kial 
poliq^ of stirring up S(xial fennent to change the mles of the g-ame. Tliat is 
something tiiat requires yet another level of awareness, one we will kx)k at 
tomorrow morning. 

To do these things— to find out what is supposed to be out there, to 
detenmne wheilier it is in fact there, to identify' wiio is supposed to put it there, to 
pinpoint what is keeping it from getting done, and to decide winch strategies and 
tactics are most likely to be effective in getting it done— requires several things, 
some (:>ersonal, others social 

It requires, I think, as we saw this morning, a willingness to stand up and be 
identified as someone who does in face have a disability', who does have special 
needs. Tnat, for many jx^ople, is not an easy thing to do. After my mother had a 
stroke a few years ago, and began using a wheelchair, she began going tiirough 
some of the stages I went through many decades ago. At first, she withdrev/ into 
her home, not wanting to a:>me out foi fear of embarrassment. Uter, realizing that 
people would not think less of her just because she used a chair, she still put off 
ventures into the community, saying tlie}' were no longer convenien:, that they 
exhausted her. Hven to this day, some five years after the stroke, she does not 
accept as reasonable tliat she recjuest curb cuts in the streets between her home 
mid the downtown shopping area. Those curb cuts will not be made unless and 
until she asfc, for them, cind she does understand that, but still she d^)es not act. 



Tlie mcMiibers of AD/MT, the achxxacy orgiini/xiikni now mobilizing in cities 
across tiie country- for accessible mxss transit, exemplify for me that willingness to 
suite, fadiuilly and without embarrassment, that there are special needs and thai 
those needs should be met. We may disagree with the tactics chosen by ADAIT, 
iiouibly the use of wheelchairs to bltxk aish-hour traffic in downtown iireits. but the 
fact is that ADAI^F members have crossed the threshold that still resiniins my 
mother in Ix?wisburg 

It requires, then, some sease of how the world -^^'orks, of how public decisions 
get made. Again, this is not something many people with disiibihties undersumd 
For people in NX'ashington, the concept that policies are changed iuid money is 
spent because people— in ones, rvvas, dozens, hundreds, thousands even— osfe is 
something you breathe in here, almost like osmosis. But it is not something that 
many people with diSiibilities in other parts of the cx)untr\' comprehend For many 
of us, the |X)wers that-be are some remote b(xh\ iuiswerable not to us hut to some 
other authority'. W e shy away, many of us do, from itsking for something special/" 
not re-ali/jng that this is simply the w;iy things work llie fact that the general 
interest is little more than many special interests. Tlie fact is also that what helps 
me as someone with a dis;ibilit>- often helps someone ^Ise, someone who has no 
disability' I have to know those things, and to act on them. Self detemiination at the 
communm' level requires an individiuil with a disabilit}- to know enough about 
electoral and api'K)intive politics to see where tlie levers are and who can pull 
them. 

llie students at Gallaudet University' demonstrated such an aw^arencss last 
March when they showed considerable sophistication in getting the Congress, the 
media, and tne civil rights groups to join them in their efforts to force a recalcitrant 
l'K)ard of taistees to hire a President with dcafiiess for the University-. Hie board s 
choice. Dr Elizabeth Ann Zmser of North Ciirolina. did in fact state that she 
withdrew as Gallaudet President because of that external support, what she Siud w:is 
a 'civil rights moment in history-" for people with deafness, and not because of the 
studenLs" own rebellion. By the time she took that action, virtually everyone wlio 
had been heard from had sided with tlie students Tlie only ones still publicly 
supix)rtin^; Zinser were the trustees. 

It alsc) requires an understanding of how to build bridges, to create coalitions, 
to bring together diverse groups to hamess their energy' and political power. 
Coalitions fomi around common interests. vSelf-detemiination may seem at conflict 
with community detemiination, but really it is part and parcel of the same thing To 
the extent that I as an individual with a disability c^ii make you see that you want 
wliat I want, to that extent I Iwe increased my base, strengthened my hand, iuid 
expanded my options Say I want to ha\'e IcKal n^^wscasts on tele\'ision captioned. 
Tlie level of understanding here is one that helps me identify' "common 
interests"— parents of preschcK)l children who spend Saturday mornings watching 
L^rtcx)ns (the parents groan, but if captions were on. they'd feel a lot toter about 
those Saturday mornings because the children would be recuiing ihe captions): 
Hispanic families anxious to Icani English, new immigrants, and, of course, groups 
concerned about literacy, and so forth— and tlien to can\uss each group, showing 
them how they can get what they want by helping me get what I want. Tiiat's fairly 
sophisticated wlitics, but it is what is needed for self-determination at the 
community Ijvel. 



Vie lib people with disiibnuies need to recogmxe that some of tliose a)niiin)n 
uitereMS are shared b\' professionals, parents, and others wiio do not have 
disiihihnes \X'e need to work with theni, not against them W'e need to take full 
advantage of independent living centers (ll.Cs) of suite protection and ad\(xrac> 
(PSu\) SN'Stenis. of parent based groups like the A^vsociation for Retarded Citi/en , 
(ARC) chapters and otiiers in order to pull together enough common interests so 
that what began as our owiVspecial interest" gradimlly takes on tlie shape and 
appe-arance. indeed the realit>', of the general interest 

If what I've s:iid has any basis in realit>', iuid some IS years of experience 
organi/ing at the commuiiit)', state and national levels tells n^e that it probably 
d(X.\s, it suggests that in your small groups you concentrate on liow to, first, help 
people with dis:ibilities to openly luid unabitshedly acknowledge their needs, 
second, teach people with disiibilities how to influence the decision making 
pr(X.ess in public and pri\ute organizations, and third, guide people witii disabiliti. 
in identiR'ing allies with whom they can make comnK^n cause 

'Hiank \ou— and gcxxi luck. 
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In most books and articles on rehabiliwiion trends in the United States, the 
onset of the independent living movement is given a.s die early 19''0s (I>a)ong, 
1983), vet histon- reads quite differently. It was in 1957 that Representative Carl 
Hlliott of Alabama, ^^v^r of the Special bxliicatic.i Sub-Committee of the House 
Committee on Kducation and Labor, introduced HR 69 81 wtiich provided for 
ff^deral funds to tlie states for the development of independent living senices. Tliis 
legislative proposal came aoout in response to a resolution adoptd in Octol)er of 
19% by the Delegate Assembly of the National Rehabilitation As^^Oviation. K.B. 
\X1iittoi. the Executive Director of NKA, welcomed this legislative development 
entluisiastically in an editorial in the May August 1957 issue o( the Journal of 
Rehabilitation which ended as follows: 

We believe the time will come when tliis decision, that state-federal supix)ri 
should be made a\:ailable for independent living rehabilitation senices, will 
be regarded as the initiation of another great forw:ird movement in rehabilitation 
and in the evolution of the Association toward becoming tlie organization to 
which all rehabilitation people look for leadership. 

Unfortunately, he spoke xoo scx^n. Neither this bill nor a similar one, HR 3756, 
intrcxiuced in 1961 which also proposed federal funds for indei:>endent li\ing 
provisions, gained a favorable vote in Congress. It liardly needs empliasizing how 
much further ahead we would be if federal financing for independent living 
sen ices would have been a\:ailable 15 years earlier, and at that, in a period witu 
much more generous financing. Wliy do I bnng these old poujtoes to your 
attention' Because vers' obviously there had not been enoi»<?h effort or enough 
nrmnjxwer to influence the public polic\' in question. 

llie field of rehabilitation in those days wus fimily in profession-il hands It had 
been onl; a few years earlier th^i' 'he National Rehabilimtion AsscKiation had \oted 
to admit other tlian professionals to membership. Rehabilitation wtls as conservative 
as other human services— the recipients of ser\ice had the identity of clients— 
petitioner.^, rather than valued collalx^rators in a common enteq^rise 

Need 1 sij\' more tlian to remind you of what happened to Ed RooerD in those 
ver\' days in California, wlien he was downgraded as "not feasible" by those who 
should have sen-ed him? But Kd Roberts had gained for himself a different identm, 
not thiit of a dependent client but of a citizen His self-concept wus clear— he did 
not allow the rehabilitation professionals to downgrade him, and with singular self 
detemiination, he forged aliead, hi^ severe physical impaimient not withstanding, 
and e\'entually created our counts- s first center for indepjendent living. In due 
course, he vs-as appointed by Governor Jerry Brown to be the head of the Suite 
Rehabilitation Department that had cast him aside as "not feasible." 

Hie question .suggests itself: How wtls it possible that in a progressive state like 
California repeated requests for sen'ices and equip'^ent from a so obviously bright 
;uid alert person as Ed Roberts elicited such negi -^c res|X)nses from the 
rehabilitation authorities? Gerben Dajong (1983), in exploring the reasons why 
persons with disabilities in general encounter as many obstacles if not outright 
rejection, sees the cause in the broad general .scene. In an article on "Ph\^ical 
Disabilirv' and Public Policy," he wrote; 

'Hie ultimate and most pen'-asive of environmental barriers are the attitudinal 
ones, particularly the view that disabled people are helpless, patlietic victims, 
desen^ng charitable inten-ention. Tliere is now more than enough experience 
to indiaue that disablal people can, with appropriate environmental support, 
lead frill ;ind independent lives. Without the removal of attitudinal barriers, 
the disability legislation of the past decade will not realize its frill promise. 

2.1 



To achieve .such a basic change in attitude will take precisely what our .session 
iiKby IS all about It v \\\ take the eflective, long raii;^e influencing of public policy 
on all levels of gove ment. legislative, executive, and judicial— and the action has 
to come from the person:* with disabilities themsehes. 

Un me clarify this with some facts from my own cx|xnence in the public 
polic>' field. On a consultative basis. I had tx*en instaimenml in 1968 in suggesting 
to committee of the Fennsylv^mia Asstxiation for Retarded Citizens, deeply 
concerned alxnit the refrisal of schcx)ls to admit children with mental retardation. 
:ind more yet. about the intolerable neglect and cruelt)^ in state institutions, that 
since they had over several yc^-ars tried in \^'\n to get remedial action from the 
legislature and administration, the time had come to go to court, llie committee 
W.LS strongly in agreement with their recommendation, but when the maner was 
brought to the fliil board of the Asscxiation. there w.ls strong resistance, .\fter all, it 
was Siud, how could the /Vsscxiation dare to sue the Secretary' of Welfare or the 
he-ad of the Suite Ivducation Depanmert, on whose gcxxl will they had to count? \n 
other w^ords, the members of the /\ss(xiat ion's board saw themselves as clients, 
depending on the bouim' of these depanments and their bureaucrats. With such a 
self imfxxsed identity', wiih such a negative self concq')t, how a)u!d they confront 
the authorities on who.«^e benevolence they believed thq' and their children 
depended? 

It tcx)k SIX months before the committe<} chaiK in a veiy ingenious way 
(which lack of time prevents me from presenting) convinced the Ixxird members 
that their parenuH role their responsibilit\' toward their children, by far outweigix'd 
their relationship wit' government 

'Ilnis. they cam ) see themselves in a ditTereni ligln 'Ilieir self-concept 
changed and their resulting .>elf detemiination for them t* initiate a landmark 
lawsuit that resulted in establishing by judicial decree a massive ad\*ance in 
educational [X)lic>': No child may be excluded from public education .>)r reasons of 
handicap, no matter how severe, lliree years later. Congress [passed P I. 94 142, the 
Hduc:Uk)n of All Handicipped Children Act. It was a singular victor>', Lui 
unfonunately. not a lasting one. News from throughout the country' continues to 
show that the implementation of this law on the Icxal level is still seriously lagging. 
Almost every-where there has been and there still is a need for strong kx:\\ effort to 
influence public policy' in line with the promise of RI. 94 l42. 

Tlie s;jme sitimtion pre\*ails, of course, regarding the keystones to the rights 
of persons with dixibiliry. Section 504 of the 1973 Rehabilitatk)n Amendment and 
all subsec|uent amendments. 

But how is an efl*ective action program to be initiated and maintained? Rita 
Varela (1983), writing on '*Organr/ing Disablal E^nple for Political Action." points 
up that the political realities in our \Ttrious states differ so veiy much in temis of 
Icxal conditions and local leadership that any national campaign must depend on 
dispersed indigenous leadership to maintain its initial impact. Obviously this 
necessitates continuing efl'ons in recaiitment and training to gain such leadership. 
Wliile we have made great progress in using computer programs in teaching 
technological aspects of work routines, how does one go alx)ut helping persons 
develop a more positive self-concept, leading to a stronger self detemiination and 
to em[X)\vemient? And whence comes this concept of empowemient? I never heaid 
this term used during my years of work in the human services 



In the 1930s, 4Us and SOs. not sur[')risingiy, one cannot pinpc^int uiu specific 
source, but it emanated in part from the struggle in the 1960s around the Mcxiel 
Cities programs ar»d the efforts to give mner cit\' populations a voice in the councils 
winch directed their fates. Linfortunately, that improvement tumed out to be an 
empt>' promise its Stephen Rose (19''2) dcxument^s in his monograph. The Betrayal 
of (he Poor. Tfx* Tramjonnation of Commumty Action One of the many other 
examples from that period was the initiative of a group wiio organized themselves 
as Mothers on Welfare and who, in the State of Massachusetts, confronted the 
Depanment of Welfare, exix)sing its inadequate and confusing practices. Among 
other successful actions the\' emjxwered themselves to -\Tite a maniuil on 
prcKedures which the Depanment had t(^ admit was long o\'erdue. 

Mothers on Welfiire made themselves heard and, notwithstanding their 
aggressive, confrontational suince, were for the time being accepted as partners by 
the Depanment. However, the group, organizationally isolated, lacked tlie res(Uirces 
to maintain the power it had gained, and slowly faded aw^y 

So wivdi is empowemieni? 

As one writer states: Empowemient takes on a different fomi in different 
ix)eple and contexts (Rappapon, 198-0. Others argue that empcwemient is in most 
instances not a single act but a process It may stan on a rather modest basis, but as 
Douglas Biklen (1988) pointed out in his comments in the TASH Netidetter {of tlie 
AsscKiation for Persons with Severe Mandic^aps), "A wonderflil side effect of this 
empowemient is that it nunures itself and grows. It produces a SN'stem based on 
self-detemiination and producti\it\', i.e., the pcm'er of an individual to fully develop 
his or her jxMential for a regular life wiili regular choices. In other words, the 
empowerment of the advcx^te results in the emix)werment of the consumer— a 
ver\* simple formula." 

I do agree witli Biklen but with a ver\' impc:)rtant provisc:): Once acquired or 
acti\^ted, the em|xwerment must be maintained by [xwer sharing, whether 
through a coalition or other suppon groups, by exchange or accommodation, or 
else It will dissipate scxMier or later 

Hmpowemient means that somec:)ne or sotr\e group or organization acquires or 
acti\^tes power it has not exercised before. But it takes more tlian having an 
authority' bestowing power— there must be a readiness to take on what ma\' well be 
not so much a privilege but a burden. 

Empowerment may be directed at staff members who need this and are 
organizing to get it from ilie agenc\', or it ma\- be directed at the clients, or both 
groups may work separately or together toward empowerment. 

In an anicle in the Spring of 1988 issue of Social Policy, entitled "Empowering 
the Homeless," Michael Fabricant (1988) reports on several smaller voluntar\' 
agencies which all have recognized that only by designing a process of 
empowemient of homeless people wlio have come for help, can a constructive 
relationship de\elop between the client, the scxial worker. and the agency itself 



noniclcssPiCSvS is such ;ui exucnie sitiution that the usual scKial semce agenc)' 
approach will not work Mast im|x^itantly, the ph>^ical surroundings, tlie 
demeaning ini[>ersonal routines (brcxight about b\' severe o\'efcrowding in the 
shelters), creating most serious violations of hc^alth and housing ccxles, make clc^ar 
to the applicants tliat the\' are at the bonom of the human sc^le, pcm-erless and of 
no use to scKiei>' lluis these agencies on which Michael I-abricant reports set out 
on a plan oi emjxwerment, on seeking in ever>' way to pro\ide for their clients 
some clioices, and to mo\'e away as far as |X)ssible from the traditional scxial 
ser\'ice practice of encouraging so called ob|cx"tivit>' by keeping the seekers of aid at 
a distance 'Ilic homeless people 'U turn come to feel a greater understanding of 
their own strength, develop a sense of self detemiination and empowemient which 
results in a greater capaciry- to challenge ilie conditions of their life. 

It is imponant to note that the agencies involved in tliis stuck were not large, 
bureaucratic entities, but small ncMVgc:)vemmental units where such radiciil 
alteration of routines w*is feasible. A pervasive questK:)n remains Gin our mling 
bureaucracies, c^n our legislative bcxlics comprehend :uul suppon such a radic^al 
depanure from the traditic:)nal pattern of service provision' 

A signific^ant new venture in the arena of empowemient h;us been undenaken 
by the Governor's Planning Council on Dc^'elcpmental Disabilities in Minnesc:)ta, 
under the title "I^armers in PolicATOiking" Observing the marked dcxline in active 
panicipation by parents of children with developmental disabilities in public affairs, 
especially in planning and in legislation, the Council ha<s estiiblishcxl a rather 
intensi\'e training prognuii feu citizens, including parents of children with 
developmental disabilities and also some self-advtx^tes It aims at giving iliem :ui 
understanding of tcxkiy's issues and of w^iys to acquire a pcwer base from wliich to 
advcx^te. Panicipants are reimbursed for their exj^enses but must c:)bligate 
themselves to attend all the sessicMis and training events. Itie ex[>ectation is that 
after tlie course, many of these parents having scuight empcwemient will play a role 
in improving services, in pacing (ov legislation and in kx^ating and pursuing 
instances of inadcciimte attention to the sj^ecial needs of people wiili disabilities. 

Tlie results so far are encouraging and I think ycxi will agree tliat among 
deprived, disenfranchised groups in our country, ilie residents of mental retarduion 
institutions are near the bottom. But even from there comes new strength, a self 
determination, a new voice of self-generated imprcwment just a few weeks ago, a 
group of residents of the Scxiilibur> Training Schcx:)l in Cc:)nna'ticut asked some of 
their friends in the commumt\' to arrange for a press conference. Tins conference 
was held at the institution and most of the larger Cc:)nnecticut newspapers c^arriod 
an account, some on the front page, about these self empowered institutional 
residents appciiling to the public for justice and llie termination of their 
institutional confinement. 

Sc:) far my comments have dealt with em|x:)werment directed at scxial action 
But the empowemient of individuals tcmml leading a richer life, tcwird greater 
self-frilfillment certijinly is for many of as at least of ecjual cc:)nceni. 

One of the oldest stratagems in ilie disabilit>' mcwement has been the one to 
one apprcxich to parents—whether it was called Pikx I^rents, I^arent-to-I\irent, or as 
in Pnmce, L'Action Interfamilial—Interfamily Action. In Mitssachusetts, I hid 
encountered alreacK' in 19S8 a w^ell-fiinctic:)ning program c^alled I^rent Resource 
Persons. Tliese prc:)grams renum effective even wtiere there are relatively- frill 
service prc:)grams because thc^ cii^ give parents who have never had or sought 
outside help the courage to do sci 
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/Vs the disiibilit} nKncnient matured, the ftKu.s included more and more the persons 
with disabiht)' themse' highlighting personal adjustment stniggles often by far 
exceeding those of parents Into this challenging area has come this ver\' month a 
beacon of light, a new book by our friends, Robert and Martha Ferske. Its title tells 
It aii: Cirues of Frieruis Persofjs with Disabilities Ufid Their Fnends Enrich the Lives 
of Ofie Another Essentially, it is a series of vignettes showing how human beings 
are being helped to develop or regain the power the>' need to cope It is a 
gripping, realistic b(X)k, but like all of the works of Bob and Martha, there is a 
beaut)' and serenit\' about it. 

For our discussion today, the book has a specified meaning because one of its 
vigneftes shows how Judith Snow, whom I have known from niy work with the G. 
M\Qn Roeher Institute in Toronto for a number of years, at one point no longer 
could cope alone with her existence in a wheelchair with only one thumb 
functioning. She had been active in education and the human ser\nces. but 
problems became too much for her and she virtually collapsed. At that point, a 
circle of friends formed around her— it is a gripping stor\^ to read— and now she is 
back at work and both the Canadian Government and the Canadian Association for 
Communit)' Lving ralue her as a leading expert on the political and scxial situation 
of persons with disabilities. 

Again we need to recognize that self detemimation as much as empowerment 
cannot continue indefinitely without strong, positive reinforcement, a recharging of 
the baaenes, so to speak This caicial point needs to be aimed toward the long 
range planning of scxial action such as the impleirentation of significant, broad 
legislative advances. 

Circle of friends is one figure of speech Bridge building, or building 
community' are others From Communitas, Inc., a Connecticut group, has just come 
a contribution entitled What are we learning about bridge building— a summary' of 
dialogue between people seeking to build i^ummunit}' for people with disabilities It is 
more of a how-to-do baik, also fcx'usipg on how to enable individuals w^th 
disabilities to gain the power to cope \\ h life 



Tiiroughout my long friendship wiili Robert Ferske. he has time and again 
redirected my thinking into new and iiinorative channels imd he does so with 
formulations wtiich ar first sound so verv^ simple— until you begin to fully 
understand their significance I>et me ilien quote from his concluding words m 
Circles of Fhends. 
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9:00am— 9:30am 

Welcome and Opening Remarks Michael Ward and Madeleine Will 
Introductions Patricia McGill Smith 
Conference Logistics Colleen Wieck 

Discussion Group Orientation hran bmitn and Edward V Roberts 
9:30am— 10:30 am 

Keynote Adcress Setf-Determination at the Individual Level 
Nancy Ward. Keynote with Mary Jane Owen. Introduction 

Robert R Williams Keynote with Robert Perske. Introduction 
and Christopher Palames. Reade? 

10:45 am— 12:45pm 

Five Concurrent Groups Sessions Discussion and Drafting of Re'^ommendattons to 
Increase Setf-Determinatton at the Individual Levei 

2:15 pm— 3:00 pm 

Keynote Address Self -Determination at the Community Level 
Frank G Bowe. Keynote with Richard Johnson, Introduction 

3:00 pm —5:00 pm 

Five Concurrent Group Sessions Discussion and Draitmg of Recommendations to 
Increase Self-Determmatton at the Community Level 

8:45 am- 10:00 am 

Keynote Address Self-Determination Influencing ^ublic Policy 
Gunnar Dy^ wad. Keynote, with Coiieen Wieck Intioduction 

10:00 am— 1:00 pm 

Five Concurrent Group Sessions Discussion and Drafting Recommendations on 
h'ow to Increase Self-Determmatton in the Influencing of Public Policy 

1:30 pm— 3:30 pm 

Small Groups Report m Plenary Session 

3:30 pm 

Adjournment 
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